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Abstract 
Adolescence and young adulthood is a period of significant life decisions, changes, and 
developmental milestones. When cancer is added to this mix, it creates an increased risk for 
psychosocial complications, fertility issues, financial stress, and cancer recurrence risk and 
concerns, ultimately resulting in unmet needs for adolescent and young adult (AYA) survivors of 
cancer. The purpose of this literature review is to identify commonly reported unmet needs of 
AYA cancer survivors, as well as effective strategies to combat these needs. A search of the 
literature using PsychInfo, CINAHL, PubMed, and Embase yielded a total of eight articles after 
screening of titles, full text reviews, and removing duplicates. The findings of these eight studies 
were organized into four common themes: recurrence and late effects concerns, psychosocial 
implications, fertility, and survivorship care planning. A main takeaway is that improved 
communication between healthcare providers and AYA cancer survivors can result in decreased 
unmet needs experienced by these survivors. This review can be added to the growing literature 
about AYA survivorship, and can be used to improve survivorship care and communication for 
this age group.  
Keywords: adolescent and young adult, survivorship, cancer survivor, unmet needs, survivorship 
care plan  
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We Need to Talk: A Review of the Literature Addressing the Unmet Needs of Adolescent and 
Young Adult (AYA) Cancer Survivors  
Introduction and Background 
Adolescent and young adult oncology is a relatively new field of research (Nass, 2013). 
Historically, adolescents (15-19) have been grouped in with pediatrics, and young adults (20-39) 
with older adults, resulting in the unique needs of AYAs being understudied. However, the needs 
of this age group are distinctive, and recent research has been bringing these unique needs to 
light in order to improve the care of AYAs. Adolescence and young adulthood is defined as the 
age range between 15 and 39 years old. This is a time of significant life transitions and 
developmental milestones, including but not limited to: continuing education, entering the 
workforce, dating and marriage, establishing financial independence, and starting a family. The 
addition of a cancer diagnosis to this life stage can further complicate an already-challenging 
stage in life. Approximately 70,000 adolescents and young adults are diagnosed with cancer each 
year in the United States. This accounts for around 5% of all cancer diagnoses, and is six times 
the number of pediatric cancer diagnoses (Adolescents and Young Adults with Cancer, 2018). 
The AYA population faces many unique needs that the pediatric and older adult cancer 
populations do not typically face, and these needs can last well into survivorship after treatment 
ends. Additionally, AYA cancer survivors are seen in both pediatric and adult clinical settings. 
Most of these settings do not have sufficient resources for the AYA population, and many 
providers are not trained to work with this population specifically (Nass, 2013). Due to the 
unique life circumstances and lack of age-appropriate resources and space in healthcare facilities 
for AYA cancer survivors, there is a need to address the unmet needs of this population in order 
to improve the care of AYA cancer survivors.  
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  In 2013, the Institute of Medicine published Identifying and Addressing the Needs of 
Adolescent and Young Adults with Cancer- Workshop Summary. This workshop’s purpose was 
to increase focus on the specific needs of AYA cancer patients and survivors. Attendees at the 
workshop were physicians, researchers, AYA cancer survivors, nurses, social workers, and other 
advocates. This summary provides the framework for addressing some of the most commonly 
reported unmet needs among AYA cancer survivors, such as fertility preservation, long-term 
health implications, and psychosocial support. This workshop set the tone to increase attention 
and research directed toward this specific population. Since this publication, a number of other 
articles have been published addressing the unmet needs of AYA’s and determining strategies to 
combat such needs, and much progress has been made in bettering the care of AYA survivors. 
With the exception of one article, all articles analyzed in this review were published after this 
workshop summary.  
Definitions 
While the most consistent definition of an AYA is a person between the ages of 15 and 
39, this range varies somewhat in the literature. Since most of the studies referenced in this paper 
use the age range of 15-39, this definition will be used in this literature review. A person is a 
cancer survivor starting the moment he or she is diagnosed and throughout the remainder of his 
or her life. However, survivorship research is focused on the time after the completion of 
treatment (Definitions, n.d.). Unmet needs include information needs, supportive care needs, and 
healthcare needs that the AYA feels are not effectively being addressed (Shay et al, 2017).  
Methods  
 Using PsychInfo, PubMed, CINAHL, and Embase, the following terms were used to 
search the existing literature: (cancer* OR oncolog* OR neoplasm* OR tumor*) AND survivor* 
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AND (Adolescen* OR "young adult" OR teen* OR AYA OR "emerging adult" OR "emerging 
adulthood") AND (Psychosocial* OR anx* OR depress* OR PTSD OR stress OR stressor* OR 
stressed OR worr* OR fear* OR “unmet needs”). Additionally, the search was filtered to only 
include articles published since 2013 and that were in English. The year 2013 was chosen 
because it would yield articles published since the Institute of Medicine published Identifying 
and Addressing the Needs of Adolescent and Young Adults with Cancer- Workshop Summary. On 
PsychInfo, this search yielded 296 results, 24 of which were deemed relevant to the topic. 
Searching on PubMed, this yielded 703 results, 62 of which were relevant. CINAHL yielded 537 
results, 36 of which were relevant. Finally, Embase yielded 915 results, 48 of which were 
deemed relevant. Using the F1000 Workspace, the abstracts of each of the 170 relevant articles 
were analyzed and organized by relevance. Any article that explored adolescent and young adult 
survivorship of pediatric cancers only was eliminated. After screening the abstracts, 37 articles 
remained. After a full text review of these articles, six were found to meet the inclusion criteria. 
Two additional articles were found by scanning the references of these six articles, making a 
total of eight articles to be included in this literature review.  
Purpose 
 The purpose of this literature review is to examine the commonly reported unmet needs 
among AYA cancer survivors and to increase awareness of these needs so that both pediatric and 
adult health care providers are adequately prepared to care for and communicate with AYAs. 
Additionally, this review will examine the literature to determine effective strategies to address 
the unmet needs of AYA survivors. This review can be added to the growing body of literature 
regarding AYA survivorship, and contribute to improving survivorship care and communication 
for this age group. 
UNMET NEEDS OF AYA CANCER SURVIVORS 
   
 
6 
Results 
Research Design 
This literature review analyzes a wide variety of research designs, including two other literature 
reviews, one secondary analysis, one qualitative analysis and systematic review, one qualitative 
study, one pilot cohort study, one population-based cancer registry study, and one workshop 
summary. Gupta et al. (2016) and Kinahan et al. (2015) conducted literature reviews. Shay et al. 
(2017) did a secondary analysis. Sawyer et al. (2017) and Tsangaris et al. (2013) conducted 
qualitative analysis, and Tsangaris et al. (2013) additionally did a systematic review. Nass et al. 
(2013) provide the workshop summary. Viola et al. (2017) did a pilot cohort study. Finally, 
Keegan et al. (2012) conducted a population-based cancer registry study.  
Purpose  
While the purpose of each study varied slightly, each study’s purpose was pertinent to the unmet 
needs of AYA cancer survivors. Viola et al. (2017) sought to determine the survivorship care 
preferences and healthcare concerns of AYA cancer survivors. Gupta et. al. (2016) examined the 
AYA program at Princess Margaret Cancer Centre in Toronto and compared their findings to a 
literature review on the needs of AYAs. Kinahan et Al (2015) focused their literature review on 
the needs of AYA's who are transitioning from active treatment to survivorship follow up. Shay 
et al. (2017) looked into whether or not receiving a survivorship care plan is associated with a 
reduced percentage of unmet needs. Sawyer et al. (2017) researched the healthcare service needs 
of AYA survivors and explored the correlation between unmet needs and emotional distress. 
Tsangaris et. al. (2013) focused on the supportive care needs of AYA survivors. Nass et al. 
(2013) summarized the LIVESTRONG workshop Identifying and Addressing the Needs of 
Adolescents and Young Adults with Cancer. Finally, Keegan et al. (2012) looked for correlations 
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between unmet needs, demographics, and socioeconomic status. While this study is the only one 
in this review published before the workshop summary, it was deemed important to add because 
no other studies were found to examine such correlations. This study was found by searching the 
citations in another article in this literature review.  
Samples and Settings 
Viola et al. (2017) surveyed a total of 18 participants whose ages ranged from 15-34 after three 
were lost to follow up and four were ineligible after baseline. The diagnoses of these patients 
were leukemia, lymphoma, or sarcoma, and they were treated at three Connecticut hospitals.  
Shay et al. (2017) used data from the 2010 LIVESTRONG Survey for People Affected by 
Cancer, of which 1,395 respondents were AYA survivors. Sawyer et al. (2017) used a self-
administered questionnaire, of which 196 AYAs responded to. Keegan et al. (2012) used 
information from 523 AYAs extracted from 7 population-based cancer registries who were 
diagnosed with either acute lymphocytic leukemia, Hodgkin’s and non-Hodgkin’s lymphoma, 
germ cell cancer, or sarcoma. Tsangaris et. Al (2013) conducted 20 interviews for their 
qualitative analysis and examined 12 articles for their systematic review. Gupta et al. (2016) 
highlighted Princess Margaret Hospital’s approach to common AYA needs cited in the literature, 
including fatigue, survivorship, and patient education and discussed their outcomes. Lastly, 
Kinahan et a. (2015) used peer-reviewed literature, workshop summaries, and clinical practice 
guidelines in their literature review. The findings from each of these studies were broken up into 
four commonly occurring categories: recurrence and late effects concerns, psychosocial issues, 
survivorship care planning, and fertility.  
Study Findings 
Recurrence and Late Effects: 
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Concerns about recurrence and late effects was a common theme discussed in each of the articles 
examined. Viola et al. (2017) found that more participants were concerned about late effects and 
cancer recurrence at baseline than at 18 months post-diagnosis, indicating that health related 
concern decreased as time went on. Shay et al. (2017) found that the most commonly reported 
unmet need among their respondents were recurrence concerns, followed by information about 
long-term effects of treatment, family risk of cancer, and fertility. Similarly, Keegan et al. (2012) 
discovered that over half of their AYA participants expressed unmet needs pertaining to 
recurrence concerns. Nass et al. (2013) discusses the likelihood of AYA survivors developing 
chronic health conditions compared to their peers without cancer, including secondary 
malignancies. Tsangaris et al. (2013) found that four of the studies in their literature had 
participants that expressed the need for guidance to deal with fears of recurrence. Gupta et al. 
(2016) discussed how Princess Margaret Cancer Center uses survivorship care plans in order to 
utilize a comprehensive approach to late effects and recurrence surveillance. Kihanan et al. 
(2015) found that AYA survivors are often not provided adequate resources to have ongoing 
risk-based follow-up, which can add to the anxiety about recurrence and late effects. Using a 
retrospective cohort of survivors, they also found that only 17.8% of survivors report follow-up 
care that includes information and education about risk reduction for recurrence and late effects. 
Finally, Sawyer et al. (2017) did not explicitly state late effects and recurrence concerns as being 
an unmet need, but found that 84% of AYA respondents had a need for emotional support, which 
could be related to these concerns for some.  
Psychosocial: 
Nass et al. (2013) reveal in their introduction to the workshop summary that AYA cancer 
survivors are at an increased risk for anxiety, depression, substance abuse, and even suicide. 
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Viola et al. (2017) used the global severity index to measure psychosocial distress. At baseline, 8 
participants experienced anxiety, 5 experienced depression, and 7 experienced global 
psychological distress. There was not a clinically significant change in these results from 
baseline to follow up. In the study performed by Keegan et al. (2012), almost one third of 
participants indicated a desire to see a mental health professional, and more than half revealed 
that that need had been unmet. Tsangaris et al. (2013) found that psychosocial and emotional 
needs was the category with the greatest reported number of unmet needs by AYA respondents. 
Gupta et al. (2016) revealed that Princess Margaret Cancer Center has included psychosocial 
wellbeing assessments in their survivorship program. Kihanan et al. (2015) finds need for PCP’s 
and oncologists to improve communication in order to ensure their AYA patient is having their 
needs met in either the primary or specialist setting, including psychosocial needs. Lastly, 
Sawyer et al. (2017) found an association between unmet needs and posttraumatic stress in 
AYA’s. Specifically, an unmet need related to emotional support, pain management, and access 
to an educational advisor was related to posttraumatic stress in AYA survivors who were post-
treatment.  
Survivorship Care Planning:                                                                            
A survivorship care plan (SCP) is a written treatment summary that includes a plan of care, a 
summary of the care they have received, and instructions for follow-up once treatment has 
ended. It also includes information about the long-term effects of the treatment and resources 
tailored to fit the needs of each patient (Pirschel, 2017). Viola et al. (2017) found that 10 out of 
14 participants who received an SCP found it helpful. Additionally, most preferred a hard copy 
of their SCP as opposed to an electronic copy. Seven participants noted that the SCP brought to 
their attention potential long-term effects of their treatment that they had not previously been 
UNMET NEEDS OF AYA CANCER SURVIVORS 
   
 
10 
aware of. Shay et al. (2017) found that, of their respondents, only 30% actually received an SCP, 
and finds an association between receiving an SCP and decreased unmet needs. Keegan et al. 
(2012) found the need for AYA survivors to receive information and service referrals after 
treatment ends, which a survivorship care plan could provide. Gupta et al. (2016) discusses their 
usage of SCP’s tailored to specific disease groups in AYA’s, which promotes a standardized 
approach to survivorship information.  Lastly, Kihanan et al. (2015) mention how the aim of 
survivorship care planning is to improve communication and quality of care of AYA survivors, 
and can be used to improve communication between oncologists and primary care providers.  
Fertility 
The disease process and the treatments for cancer can put an AYA’s fertility at risk. Nass et al. 
(2013) discusses infertility experienced by AYA cancer survivors in detail in their workshop 
summary. Of note, they found that roughly one quarter of respondents to the 2010 AYA 
LIVESTRONG survey attempted to preserve their fertility prior to treatment. 65% of men who 
attempted to become a father post-treatment were successful, and 58% of women were 
successful in conceiving post-treatment.  Of the 24 participants who completed the baseline 
survey in the study completed by Viola et al. (2017), 17 expressed concern about their ability to 
have children. Shay et al (2017) found that 45% of AYA respondents to their survey reported 
fertility concerns as an unmet need. Similarly, 52% of the respondents in the study conducted by 
Keegan et al. (2012) reported fertility and reproduction issues as an unmet need. Gupta et al. 
(2016) discuss how they are combating the need for age-specific issues such as fertility to be 
addressed in follow-up with the use of tailored survivorship care plans promoted by their 
facilities healthcare providers. Kihanan et al. (2015) emphasizes that guidance and information 
about fertility is a vital goal of care for AYA cancer survivors.  
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Interview with UNC’S AYA Support Program Director   
At UNC Health Care, there exists an AYA Cancer Support Program to provide resources 
and social support to adolescents and young adults undergoing cancer treatment and follow-up at 
UNC Hospitals. An interview was conducted with the director of this program in order to 
determine where UNC falls on the continuum of care for AYA cancer survivors.  
Describe what you do in your role as the AYA Cancer Support Program director at UNC? 
So my role I think of as kind of having five different buckets. The first is that I am a 
clinical social worker, and I meet with all newly diagnosed patients from the age of 13 to 
30 to provide supportive counseling and help adjusting into the diagnosis and the 
hospitalization, kind of getting the lay of the land around here, with the capacity to refer 
them to other folks as needed, such as more intense counseling if needed. So that’s my 
first part of my job. The next part is programming. So, taking what we know about what 
needs are clinically and figuring out if we can meet those needs on a bigger level. So, is 
that a group that meets regularly, is it going to the mountains with First Descents, or other 
projects that we can use to bring people together. The third piece is sort of a hospital 
policy piece, so thinking about what is our hospital policy around fertility preservation? 
Around survivorship? Around visitation policies that affect AYA’s specifically, and how 
can we make a more friendly environment. The other two pieces are sort of research and 
training. So, the research piece- I coordinate a lot of our research efforts around this AYA 
age group, trying to make sure that they have access to research, that there are research 
opportunities where they may not otherwise exist, and kind of bring opportunities to 
UNC from larger scale projects happening around the US or around the world. So, 
participating in that so that we continue to fill the knowledge base about AYA’s. And 
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then I also host a social work intern every year, I have medical residents who come rotate 
with me twice a month, and just do other lecturing and teaching stuff. 
What are some of the most common needs that you either notice in your patients or your patients 
verbalize to you? 
So I think that it’s not only my observation, but there’s a growing body of literature about 
AYA patients, so I think the biggest need is for age-appropriate communication. So, 
talking to AYA’s in a way that they can connect with you as a provider and in a way that 
they can understand and feel like they have the information that they need and can make 
decisions based on that is one of the biggest needs, and something that we are all trying to 
do a better job of. I think the fertility preservation piece is huge, I think we can do a 
better job of bringing that up early and helping people get from that conversation to 
actually preserving, if that’s what they want to do. I think the other piece that kind of 
goes with what you are interested in is that transition from active treatment to 
survivorship and what that looks like- we are not great about providing support during 
that time so treatment ends and then…it’s over, we’ll see you in survivor clinic. So 
having more resources for that. 
What has your program here at UNC done to combat some of those unmet needs? 
I think first of all just having a program brings a certain level of awareness that doesn’t 
necessarily exist otherwise. So the fact that we have this program in general. I tried when 
I started in the position to meet with a lot of the providers who care for this age group to 
let them know what we are going to be doing and how we can be helpful and things like 
that. So, I think just that collaboration with the providers is helpful in the communication 
piece. I think the teaching and training aspect of things helps that as well because it’s 
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kind of teaching the next generation of people that we need to communicate a little bit 
differently with these folks, maybe differently than they otherwise would have thought. 
The fertility preservation piece- we are working on a quality improvement project to 
figure out how to better document that we are having those conversations and why people 
decide not to preserve, if they decide not to, so that we can better understand the barriers 
to preservation. And we are also working on the really beginning stages of gathering 
some information from focus groups, hopefully in the next year or so, about what patients 
want to see from a transition program from treatment to survivorship. We have a great 
cancer transitions program that is aimed at normal aged adults, and it’s just not a great fit 
for AYA’s, so how can we adjust it to make it a better fit for them is something that we 
are thinking about. 
How do you collaborate with nurses, physicians, and other health care providers in creating 
care plans for AYA patients?  
That is key. I can’t be everywhere all the time, and those are the people who are taking 
really close care, especially inpatient, of those folks, so I think number one just valuing 
their expertise and opinions, even though I’m the AYA director, they are the experts in 
their particular fields, so really valuing that, and incorporating that into whatever work 
I’m doing is really helpful. It’s just a lot of communication- I think it takes a lot of time 
to make sure that everyone is on the same page and collaborate in that way but in the end 
it saves time on the back end because you are anticipating needs on the front side. So 
that’s kind of the goal. 
Are you involved in follow-up care for AYA survivors, such as when they come into clinic for 
scans? If so, what does that look like?  
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So I follow people as long as they need me to. And we, over the summer, just started an 
AYA survivorship clinic that meets once a week on Friday afternoons, and I see patients 
when they come to clinic there. So I follow folks that I meet and already know, and I just 
stay with them as long as they need me to. And then I also will meet new patients that I 
hadn’t met during treatment who are coming to survivor clinic. So, and I offer financial 
and supportive resources that folks often don’t know about that I make sure that they 
understand and are available to them during that survivorship phase- both in clinic and as 
they transition off treatment. For instance, if you preserve fertility before treatment, I 
think people forget that at a certain point you have to re-test what your status is, so that 
you don’t continue to pay storage fees, first of all, and also so you know when you are 
going into a relationship or having conversations with your partner, what your status is. A 
lot of that kind of stuff gets lost in the shuffle of treatment and thinking about what’s 
next. 
What area of AYA survivorship (i.e. Fertility, psychosocial issues, etc) do you believe needs the 
most work, both at UNC and in general? 
That’s a hard question to answer. So, the other piece of my work is that I am pretty 
plugged into national and international work- I just spent the last week in Atlanta at the 
global conference. So, I feel like there are similar themes across, you know, some places 
are doing some things a little better than others, but it’s a relatively new field so there is a 
lot of work to be done. I think the big piece that we are going to focus on next here at 
UNC is clinical trial availability and enrollment. So that’s going to be our next area of 
focus is trying to hire more staff so that we can increase trial availability and enrollment 
on the trials. 
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What aspect of AYA survivorship have you seen the most improvement in at UNC since becoming 
the AYA director?  
Um, I mean I think in a lot of ways we are doing a lot of good work. And the providers 
who are taking care of these folks are already doing great work. I think having a person 
who is dedicated to this age group helps move the ball forward in terms of coordination 
of care, and also ideas that people have had that they didn’t have time to execute before. 
This research working group we have, it just takes someone to coordinate that. So it’s 
nice, I think we have about 30 people on that email listerv and those 30 people are getting 
together regularly to talk about ideas and share funding and things like that. So, I hope 
that the communication piece has improved, and just the awareness that this age group 
has different needs, I think is where we have made the most improvement. 
Why were you drawn to this position and what is your favorite thing about working with the AYA 
population?  
So I’ve worked in oncology- well I’ve always wanted to work in oncology, it’s one of the 
reasons I went to grad school. And I always loved this age group of people- it’s always 
been my favorite age group of people to work with. I think in general, teenagers and 
young adults are really honest and engaged and if you think about kind of who that group 
of people is in the world—they are the change makers, the creative people who are really 
altering the way our future will look. And I think they are just fun to work with, they are 
funny and sarcastic. I think I am always impressed how, despite the seriousness of their 
illness, they are drawn to continuing to have as normal of a life as possible. I think they 
really, inherently want to move forward and just be a teenager or a young adult even 
though they are sick, and I think that is pretty amazing. So, when I heard that this was a 
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position that was a position that was available, I was kind of shocked that it was even a 
real thing. And I was so excited, and I can’t really imagine doing anything else at this 
point. So I feel really lucky that I have this job. I feel so fortunate that this is the work 
that I get to do everyday, and I feel really honored that people let me into their life at a 
time that’s really vulnerable and things are really hard, and on the best days I can kind of 
walk next to them as they go through this, and try and help in any way I can… make it 
suck a little bit less. 
What is the most challenging thing about working with this population in terms of meeting their 
unique needs? 
I think the transient nature of what’s happening in life when you’re a teenager and young 
adult can make it a little bit tough to keep track of people. Phone numbers changes, 
addresses, you’re changing what you’re doing in life, and you have to be pretty proactive 
in finding people if they haven’t shown up or things like that. So I think that’s 
challenging—I think it just requires some out of the box thinking about how you 
communicate with people. And our hospital system isn’t really set up for that. So, we 
aren’t texting people, you know there are certain constraints to working with this 
population that this system, especially, isn’t built to deal with so it makes it hard. And I 
have a little more flexibility in my position, but not everybody does, so it can be hard. 
And we aren’t communicating with people the way that they communicate all the time in 
life, you know, so I think that that’s a struggle. 
What are some common resources that you use for your AYA’s or refer them to?  Is there a 
resource that you think is needed but is lacking?  
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So website wise, I always tell people to go to StupidCancer and Critical Mass. Stupid 
Cancer is a great hub for finding all of the resources you need- it’s a great place to look 
for college scholarships, financial resources, supportive resources, legal and career 
resources, things like that. Critical Mass is a really cool advocacy organization if you 
want to get involved with giving back to the AYA community. So those are the two 
places I most often send people, especially at the beginning of treatment. As treatment 
starts to come to an end, there are some survivorship resources such as Livestrong and 
others, First Descents, sort of other “getting back to living” resources that I tell people 
about. And then I think understanding how to navigate the healthcare system, you know 
Medicaid and disability and insurance—we’ve got some great people within UNC who 
can help with that and there are also some great websites for that too. That’s really hard 
and tricky and it changes quickly and it costs and lot and can be super overwhelming. 
What else do you think is important for me to know that I have not asked or we have not 
addressed today? 
I think that, in general, the field of study is wide open because it’s so new, which can be a 
little frustrating when you go to look at literature. I think we can learn a lot from other 
disease groups, so that’s something to think about too. There are other disease groups 
who have worked on transition or on compliance and adherence, you know, HIV and 
diabetes and CF and some other folks that we can learn a lot from as we start to research 
more about this age group of people. Yeah, I think that’s one thing that I always like to 
remember, because they are not that dissimilar from those folks. 
Discussion  
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 This literature review sought to identify commonly reported unmet needs among AYA 
cancer survivors as well as strategies to combat those needs. There were four common themes 
related to unmet needs in cancer survivorship discussed in the articles reviewed: late effects and 
recurrence concerns, fertility issues, psychosocial implications, and survivorship care plans. Each 
of these four categories highlights the need for improved communication with AYA cancer 
survivors.  
Unmet needs regarding recurrence concerns were commonly reported as being one of the 
top unmet needs faced by AYAs. There is good reason for this concern, seeing as AYA cancer 
survivors are at a much higher risk of chronic health conditions and secondary malignancies 
compared to their peers (Nass, 2013). Respondents expressed the need for guidance in dealing 
with the fear of recurrence and long-term health implications, as well as more information about 
these effects. Information about the effects of cancer treatment should begin before treatment 
starts, and oncology nurses are in an ideal position to provide and reinforce this education as 
needed throughout both treatment and survivorship. 
 AYA survivors also commonly reported unmet psychosocial needs. Considering 
the fact that AYA survivors are at an increased risk of multiple mental health issues, it is vital to 
address the concerns of these patients. Referring them to a mental health specialist after 
treatment, conducting psychosocial wellbeing assessments during follow-up to identify at-risk 
individuals, and providing feasible resources for these patients to utilize are all strategies that 
could combat this unmet need. Having a person trained to work with the AYA population, such 
as UNC’s AYA Cancer Support Program director, may also help to identify these needs sooner 
rather than later and determine how to feasibly tackle them. 
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 According to Nass et al. (2013), only about a quarter of AYA’s attempted to 
preserve their fertility prior to treatment according to a survey done in 2010. It is important to 
determine the barriers to preservation faced by AYAs; perhaps it is a lack of knowledge about 
cancer treatment’s impact on fertility, or a lack of finances or resources. The AYA Cancer 
Support Program director at UNC touches on fertility in her interview, saying that UNC is 
conducting quality improvement projects to document pre-treatment conversations about fertility 
with AYAs in order to determine factors in one’s decision to preserve or not to preserve. Again, 
this highlights the importance of communication in addressing the needs of this patient 
population.  
 Survivorship care planning was cited as an unmet need in several articles. Most of 
the participants who received an SCP rated it as helpful. This is unsurprising, seeing as Shay et 
al. (2017) found an association between receiving an SCP and decreased unmet needs. SCP’s 
could also be a vital took in addressing the other commonly reported unmet needs, because they 
can be used to communicate signs and symptoms of late effects and recurrence, instructions for 
follow up care, psychosocial implications, and age-appropriate resources (Shay, 2017). Cancer 
centers should implement survivorship care plans to AYA patients in order to more 
comprehensively and cohesively address these commonly reported issues.  
Conclusion 
  When it comes to improving care for AYA cancer survivors, communication is key. 
Enhanced interprofessional communication and communication between providers and patients 
can help identify the unmet needs of the patient and determine a plan to meet those needs. 
Oncology nurses specifically are in a unique position to begin the survivorship conversation with 
their patients well before treatment ends (Pirschel, 2017). Health care providers in both adult and 
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pediatric settings must be aware of the unique challenges that these patients face in order to 
adequately anticipate what needs they may have and be prepared to provide resources and 
education to AYA cancer survivors. Finally, health care providers should implement 
survivorship care plans and AYA-specific cancer support programs within his or her facility.  
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Study  Purpose Design Sample Size  
Viola et al. (2017) Determine feasibility of enrolling 
AYA’s within six months of 
diagnosis to a survivorship study 
and assess their health concerns 
and survivorship care preferences 
Pilot cohort 18 patients ranging from 15-34 
with leukemia (3 lost to follow 
up, 4 ineligible after baseline) 
Gupta et al. (2016) To determine how an AYA program 
collaborated with existing services 
to meet the needs of AYA cancer 
survivors at Princess Margaret 
Cancer Center 
Lit review Article did not state number of 
other articles analyzed for their 
literature review 
Kinahan et al. (2015) To review the literature on AYA 
oncology, discuss survivorship 
models of care, and focus on the 
unique needs of AYA patients with 
transition of care from treatment to 
survivorship 
Lit review 38 peer-reviewed works of 
literature, workshop summaries, 
and clinical practice guidelines  
Shay et al. (2017) To examine whether survivorship 
care planning is associated with 
unmet needs among adolescent and 
young adult cancer survivors 
Secondary 
analysis 
1395 AYA’s 
Sawyer et al. (2017) Describe the healthcare support 
service needs of AYAs with cancer 
and their parent carers to explore the 
association of unmet needs and 
emotional distress 
Qualitative 196 AYA’s  
Nass et al. (2013) To summarize the discussions from 
the 2013 workshop Addressing the 
Needs of Adolescents and Young 
Adults with Cancer 
Workshop 
summary 
N/A  
Tsangaris et al. (2013) To investigate supportive care needs 
of AYA survivors of cancer 
Qualitative 
analysis and 
systematic 
review 
Qualitative- 20 
Interviews; SR- 12 articles met 
inclusion criteria 
Keegan et al. (2012)  To describe unmet information and 
service needs of AYA cancer 
survivors and identified 
sociodemographic and health-related 
factors associated with these unmet 
needs 
Population-
based cancer 
registry 
study 
523 AYAs from 7 population-
based cancer registries  
 
Table 1. Overview of articles analyzed.  
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Figure 1. Method for choosing articles. 
 
Total titles reviewed: 
2,451 
Abstracts/titles deemed 
relevant to topic: 170 
Articles meeting 
inclusion criteria: 37 
Remaining articles 
after full text review: 
6 
Additional articles 
chosen from reviewing 
reference pages: 2 
8 articles total 
 
 
